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CHARITY AND SOCIAL EVENT

This event is more than a golf event. The gala dinner
that takes place in the evening after the tournament
has become a very special social event. Like in pre-
vious years the gala dinner is delighted to count with
the attendance of relevant people from corporate
and political spheres. We were proud to welcome
for instace, Mrs. Cristina Garmendia, Spanish Minister
of Science, Innovation and Technology, and Mrs. Ali-
cia Jimenez, Marbella's Councillor of Commerce.
After dinner; a golf bag donated and signed by player
Sergio Garcia was auctioned for [050€. But the
most exiting moment of the evening was when the
diners collected their prizes from the raffle. More
that 300 prizes, all donated, were distributed, inclu-
ding prizes such as a Channel hand bag, sets of first
class wine, caviar...and many more.

The night was topped with D] Cuqui, who kept
people dancing until 3am!

FRIENDS AND VOLUNTEERS

Having enough human resources is vital when orga-
nising an event like this. Our charity does not count
with enough people for such big events. However, we
are lucky to have the collaboration and support of
friends, relatives and volunteers from the local vo-
lunteering charity Marbella Voluntaria. Without their
help putting up banners at the golf club, distributing
sandwiches to players, setting up raffle prizes, deco-
rating dinner tables, etc, our charity event could have
never been so successful. THANKYOU!

B Recaudacién y eventos
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Fitbol y Altruismo

en La Llosa de la

mano de la familia

de Sara Melchor

Un partido de fitbol benéfico organizado por
la familia de una de nuestras socias, logra
recaudar 4.000€ para DEBRA Espafa en
La Llosa (Castelldn).

La tarde del domingo 30 de agosto, en el segundo dia de sus fies-
tas locales, el municipio de La Llosa (Castellén) reunid a sus ve-
cinos en el Campo Municipal José Martinez para apoyar a sus
paisanos Tamara y Sergio, padres de nuestra socia Sara de 3 afios,
afectada de Epidermolisis Bullosa. Se trata del segundo afio con-
secutivo en el que esta familia apoyada por familiares y amigos
organiza un partido de fitbol benéfico para recaudar fondos
para DEBRA Espafa y para dar a conocer la rara enfermedad
que padece su hija.

El evento contd con la presencia oficial de D.Vicente Aparici,
Vicepresidente Segundo de la Diputacion Provincial de Cas-
tellén y de D. Ximo Llopis,Alcalde del Ayto. de La Llosa, quien
ha apoyado esta iniciativa desde sus inicios en el 2008.

También estaban alll apoyando el evento las familias de An-
tonio Moll de Alzira, Jessica de Ondara y André de Portu-
gal. Ellos y el resto de los asistentes disfrutaron de un
emocionante partido triangular entre los equipos juveniles
del CFValencia, CF Castellén y CF la Llosa que culmind con
la victoria del Valencia, tras una ronda de penaltis de des-
empate contra el Castellén.

Gracias a la venta de entradas, la comida (cocinada por fami-
liares y vecinos) y la bebida, junto a las aportaciones y patro-
cinios de entidades publicas y privadas, la familia de Sara ha
logrado recaudar este afio 4.000€ para la causa de la Epi-
dermolisis Bullosa.

Es un orgullo contar con miembros tan proactivos y motiva-
dos por colaborar con la asociacién.

CHARITABLE
FOOTBALL MATCH
AT LA LLOSA THANKS
TO SARA MELCHOR'’S
FAMILY

A charity football match organised by one
of our members families raises 4.000€ for
DEBRA Spain at La Llosa in Castelldn.

On Sunday afternoon, 3rd of August, just one day after the
beginning of the local festivities, the whole of La Llosa vi-
llage gathered to support their fellow neighbours Tamara
and Sergio, parents of Sara, a 3 year old girl affected with
EB (Butterfly Skin condition). It was the second year that
they organised this charity football match in order to raise
funds and awareness of Epidermolysis Bullosa and DEBRA
Spain.

The Major of La Llosa, who has supported this initiative
from its beginnings, was present at the match together
with the Vice-president of the Diputacién Provincial de
Castelldn (regional institution).

The match consisted on a triangular competition between
the juniors from the local football team against juniors
from CFValencia and CF Castellon. The Valencia team won
after a round of penalties against the Castellon team.

In the end, Tamara and Sergio and their friends raised
4.000€ from the sale of tickets, food (cooked by relatives
and neighbours) and beverage during the match, and the
sponsorship of local organisations.

It is fantastic to count with such proactive and motivated
members in the charity.
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gﬁh De Marbella

~ al Artico por la
Piel de Mariposa

Una expedicién benéfica cruza Europa desde Marbella hasta llegar al Artico en 2 viejos
SEAT Marbella, en sélo 4 dias y 21 horas, para dar a conocer la Piel de Mariposa y las
asociaciones DEBRA de Europa.

La expedicion partfa el lunes 21 de Sep-
tiembre a las |2 de la mafana desde el fa-
moso arco de entrada a Marbella, con el
objetivo de dar a conocer en todos los
paises a su paso la terrible y rara enfer-
medad de la Piel de Mariposa.

El promotor de esta idea es Ross Holland,
quién perdié a su sobrina de sélo 14
meses por una variedad letal de la Epider-
molisis bullosa. Ross convencid a cuatro
amigos para que le acompafaran en esta
aventura: John Allen, John Short, Emilio Tesi,
Shaun Dodimead vy Jim Wright.

La salida oficial la dio D. Manuel Cardefia,
Concejal de Bienestar Social del Ayunta-
miento de Marbella, quien les agradecié
su altruista iniciativa y les desed buena
suerte en su viaje.

Desde Marbella, nuestros aventureros

cruzaron Espafia, para llegar a Francia,

después a Alemania, Dinamarca, Suecia
y Noruega hasta llegar finalmente al Ar-
tico en sélo 4 dias y 21 horas.

A su paso por cada pafs, la expedicidn
era bienvenida por representantes de las
Asociaciones Dedra correspondientes.
Dichas organizaciones DEBRA trabajan
para defender los derechos y ayudar a
mejorar la calidad de vida de las perso-
nas afectadas de EB.

Se puede encontrar un diario detallado
de cada etapa del viaje escrita por sus
protagonistas en el blog de la expedi-
cién  http://arcticmarbellas.webs.com/
apps/blog/

Estamos seguros de que gracias a esta
iniciativa habrd mds personas ahora en
Europa que conozcan la condicién y la
existencia de una asociacion Debra en
su pafs.

CHARITY
EXPEDITION FROM
MARBELLA TO THE
ARCTICTO RAISE
AWARENESS OF EB

The expedition left Marbella
on the 2|st of September in
two old SEAT Marbellas
to raise awareness about
EB (Epidermolysis bullosa)
across Europe.

The promoter of this initiative is Ross
Holland who lost his 14 months old
niece Brida due to a lethal type of EB.
He managed to involve 4 other friends
in this adventure: John Allen, John Short,
Emilio Tesi, Shaun Dodimead and Jim
Wright.

Ross and his friends left on Monday
21st September from the famous Mar
bella entrance Arch. Mr. Manuel M. Car-
defia, Marbella’s Social Services
Councillor presented the official start
on behalf of Marbella’s Town Hall. From
there they drove across Spain, into
France, Germany, Denmark, Sweden
and Norway, arriving to the Arctic Cir-
cle in only 4 days and 21 hours!

On their way across the different coun-
tries they met representatives from the
Debra charities, who gave them a warm
welcome.

Ross describes the experience in his
blog as follows:

“We drove from Marbella to the Arctic, in
two twenty year old micro cars in 4 days
and 21 hours. We are tired and exhilara-
ted by our experience in the last nine days
since leaving Southampton. During our
time away, we've met people from all cor-
ners of the continent, from Spain right up
to Norway along the way who have been
affected in some way by Epidermolysis Bu-
llosa. It was our wish to spread awareness
of the disorder across the continent as well

as raise money for DebRA, and we have
acheived both of those aims.At the time of
writing you have all helped us raise more
than £3500 for DebRA in the UK and
help the DebRA groups in other European
countries raise their profile on television,
radio and in the news papers with our
slightly off the wall charity drive. If EB is
new to you and you heard about it through
our adventure, then you are part of the
success. A difficult part of having an EB
sufferer born into a family, or indeed being
an EB sufferer, is the lack of public awa-
reness and understanding, which leads to
a constant and distressing need to explain
to family, friends and strangers, what is
wrong with you, your son, daughter, niece,
nephew or grandchild. Any publicity we
have helped to raise, we hope will go some
way to raising the profile of EB, and all the
money you have kindly donated to us will
help DebRA ease the pain and research
treatment for EB sufferers in the UK and
worldwide”

You can log on to his blog to know
more about the adventure:

http://arcticmarbellas.webs.com/apps/blog/

The Epidermolysis bullosa, as a “rare di-

sease”, is unknown to most of the doc-
tors and people in general. Therefore
initiatives like this expedition are key to
raising awareness and helping Debra
organisations that work for people
affected by EB in different countries.

We thank Ross and his friends for doing
this fantastic adventure and driving the
name of Debra across Europe.
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Enfermedades raras
protagonistas
del Telemarato TV3

La telemaraté de TV3 dedicard este afo su recaudacién a
la investigacidn para enfermedades raras.

ada afio, previo a la Navidad, TV
Catalufia y la Fundacié La Ma-
raté de TV3, organizan “La Ma-

raté de TV3", un gran evento mediatico
con la finalidad de obtener recursos eco-
némicos para la investigacion cientffica.
En 2009 la Maraté de TV3 estd dedicada
a las enfermedades raras, como la Epi-
dermolisis Bullosa.

El programa se emite el dia |13 de Di-
ciembre en TV3, bajo la direccion de
Cristina Mufoz y la presentacién de
Josep Cunf. Se trata de un programa en
directo de cerca de 14 horas de dura-
cién, que combina la divulgacién cien-
tifica, el entretenimiento y el
testimonio de afectados para informar
sobre las enfermedades minoritarias, a
las cuales se destinardn los donativos
que se obtengan. Concretamente se
emiten |5 reportajes de |5 casos,
entre los cuales se encuentra el de
nuestra socia Julia de cinco afos.

Mas alld del programa televisivo cente-
nares de entidades de toda Catalufia se
implican en “La Maratd” las cuales han
ido organizando todo tipo de actividades:
comidas populares, partidos de balon-
cesto, conciertos, bingos, caminatas, con-
cursos, etcétera para ir ‘“calentado
motores”.

Asi por ejemplo el 24 de Octubre,
FEDER y la Federacié Catalana de Ma-
lalties Poc Freqlents organizaron un

acto en un centro civico de Barcelona
con talleres exteriores de sensibiliza-
cién relacionados con la accesibilidad y
la integracion de las personas con dis-
capacidad. Y en el interior se realizé la
lectura de un manifiesto, una represen-
tacion teatral y un concierto.

En enero de 2010 se publicardn las
bases del concurso de los proyectos
de investigacion a los cuales se asignard
el dinero recaudado en la Maratd.
DEBRA Espafia por tanto deberd pre-
sentar un proyecto de investigaciéon o
ensayo clinico, que sea defendido por
algin médico u hospital cataldn, que
pase el filtro de una comisién de mé-
dicos especializados (con presencia de
expertos de varios paises).

Los proyectos seleccionados se anun-
ciaran en Octubre del 2010 y tendran
5 afios para dar presentar sus resulta-
dos. La cuantia otorgada serd entre-
gada progresivamente en base a
informes que se vayan presentando
segln avanza el proyecto.

Esperamos que el programa tenga
mucho éxito y que mucha gente co-
nozca la EB ese dia.
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TV3TV-MARATHON
DEDICATED TO
RARE DISEASES

Every year, before Christmas
TV Catalufia and the Funda-
cién La Maraté de TV3
organise a tv marathon to
raise funds for scientific
research. This year the funds
raised will be dedicated to
rare diseases like Epider-
molysis bulosa.

The programme will be broadcasted on
Catalonia regional TV on the [3th of
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December. The programme will last 14
hours during which entertainment, scienti-
fic information, and personal testimonies
will be shown. |5 case stories will be pre-
sented, one of which will be about our
member Julia, who is 5 years old.

In addition to the day of the programme,
different organisations wanting to support
the event have organised all kinds of acti-
vities (concerts, bingos, expeditions,
meals...) to raise awareness about the big
day of the TV marathon.

The money raised will be donated to re-
search programmes which have to be
presented by the rare disease charities.
DEBRA Spain will present a research
project and we hope to give you good
news about it soon!

B Medios

Treinta minutos
con Alberto

El programa Treinta Minutos de Telemadrid, emitid
el domingo |18 de Octubre un reportaje que tenia como
protagonista a nuestro socio Alberto Cortijo de 3 afos.

| programa trataba el tema del
aislamiento social que algunas
personas puedan llegar a sufrir

debido a enfermedades o limitaciones
fisicas y/o psicoldgicas. En el caso del
reportaje de Alberto, demostraba por
el contario como su familia supera las
barreras y dicultades que la Epidermo-
lisis Bullosa les presentaba cada dfa, ha-
ciendo todo lo posible por llevar una
vida normal.

Desde la Asociacién agradecemos a
Ana y Alvaro, los padres de Alberto,
que hayan abierto las puertas de su dia
a dfa para este reportaje, ayudando asf
a dar a conocer la condicién y las im-
plicaciones que ésta tiene para los que
la padacen. {Bravo familial

Podeis ver el reportaje en nuestra web
www.debra.es

30 MINUTES
WITH
ALBERTO

TV programme called “30
minutes” from Telemadrid
channel, broadcasted on
Sunday the |8th of October
a short coverage about
Alberto’s everyday life.

The programme was dedicated to the
subject of social isolation that some
persons might suffer due to an illness
or a physical /psychological limitation.

In the case of Alberto and his family,
the programme showed how they ma-
nage to overcome all the difficulties
and avoid isolation, having a conside-
rably normal life.

We are very proud of this family for
opening their life to a TV programme
helping us to raise awareness on the
EB condition.
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Los nifos
de DEBRA

Espana

felicitan la Navidad

Como cada afio, pedimos a todos los nifios
de la asociacion, tanto a afectados como a
sus familiares que nos dibujen una felicita-
cion para la Navidad. Muchas de ellas se re-
alizaron durante el encuentro nacional
celebrado en Septiembre, y otras las
hemos recibido por correo en la sede de la
asociacion.

Gracias a todos por vuestra participacion.
Todas las felicitaciones son preciosas y es-
tamos muy orgullosos de la creatividad de
todos nuestros nifios. Pero hemos de ele-
gir una como ganadora del concurso de
Felicitaciones DEBRA 2009, que serd la
que represente a la asociacion en su co-
municacion navidefia de este afio.

Y la ganadora es... LUCIA CARRASCO.

iMuchas felicidades! Su felicitacion nos ha
cautivado no sélo por su belleza sino por
el precioso mensaje que lleva dentro.
Lucfa recibird su premio como cada aho
en Encuentro Nacional del afio que
viene. Enhorabuena.

DEBRA

CHILDREN

WISH US ALL

A MERRY CHRISTMAS

Every year we ask all the children at
DEBRA Spain to draw or create a Chris-
tmas Card for our Christmas Card Con-
test. Most of the cards were done during
the last National Meeting in Madrid, last
September. Some others have been sent
to our office by post.

B En primera persona

Thank you all for your participation.All the
cards are beautiful and colourful. Howe-
ver, we can only choose one as the win-
ner of the contest .

And the winneris... LUCIA CARRASCO.

Her card stands out for its nice drawing
and also for the beauty of the message
included. Her card will be the one to be
used as the charity’s Christmas card this
year. Congratulations!
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Conozcamos

a nuestras voluntarias

Desde la asociacién queremos dar visibilidad y acercar a nuestros socios el trabajo que mds de 100 personas rea-
lizan de manera voluntaria en nuestras tiendas benéficas de Alicante y Marbella. Como ya hemos explicado en el
ndmero anterior, las tiendas son nuestra mayor fuente de ingresos, por lo que queremos que conozcais de cerca
a las personas que lo hacen posible. En este y préximos ndmeros os las iremos presentando individualmente.

NATI

Natividad Ochoa Palacios, es de Ma-
drid y tiene 68 afios. Se casé con un
marbelll con quien ha tenido 3 hijos, y
vive en Marbella desde hace 44 afos.
Asi que se considera una Marbelll de
adopcion.

Le gusta el teatro, la musica y la lectura.
Fue propietaria durante 25 afios de
una droguerfa que era muy conocida
en Marbella. Le encanta trabajar de
cara al publico, y cuando sus hijos se in-
dependizaron se sintid algo sola y con
mucho tiempo libre, por lo que deci-
dié dedicar su tiempo a hacer volunta-
riado. Asfl que en abril de este afio
comenzé a colaborar con nosotros en
la tienda de Marbella.

She was born in Madrid, is 68 years old
and has three children. She married a
“Marbelli” and has in Marbella for 44
years. Her hobbies are the theatre,
music, reading and she loves staying at
home and pottering about. She had

her own “Drogueria” for 25 years in
Marbella which was very well known.
She likes working with the public and
after her children left home she was a
bit depressed so she decided to be-
come a volunteer to help the chil-
dren. She joined our team of
volunteers in April this year.

ISHBEL

Ishbel Gibson es originaria de Escocia y
tiene 71 afios. Estd casada y es madre
de dos hijos y abuela de dos nifos.
Hace cuatro afios que se vino a vivir a
Marbella después de haber pasado
tiempo viajando por la India y Norte
America.

Le gusta mucho leer, dar largos paseos
y también cocinar, augnue también dis-
frutar de una buena cena en un res-
taurante. En general le gusta mucho
vivir en Marbella.

Su principal tarea en nuestra tienda de

Marbella es la de definir y colocar los
precios a los objetos, pues cuenta con
una gran experiencia en el sector de la
ropa de segunda mano.

Cuando se mudé a Espafia, se did
cuenta de que disponia de demasiado
tiempo libre, y como es una persona
muy sociable y le encanta la gente, de-
cidié unirse a una causa benéfica. Ha
colaborado con diferentes asociacio-
nes benéficas en la Costa del Sol antes
de unirse a nosotros en Marbella en
Junio del 2008. Dice que le encanta
trabajar con nosotros.

Full name Ishbel Gibson. She is 71
years old and was born in Greenock
Scotland. She is married with two chil-
dren and two grandchildren. She
moved to Marbella 4 years ago after
travelling extensively in the East and
North America.

She likes to read and to go for long
walks and although she also loves co-
oking she likes to eat out as well.
She enjoys living in Marbella very
much. At the shop she multi-tasks but
her main job is the pricing as she has
worked in the second-hand clothes
business for 30 years. When she
moved to Spain she found she had
too much spare time and as she en-
joys meeting new people she decided
to do charity work. She has worked
for different charities on the Costa del
Sol before she came to work for the
Butterfly Children in June 2008. And
she loves it.

Meet our
volunteers

B Tiendas y voluntarios

DEBRA Spain wishes to give more visibility to more than 100 of our volunteers and transmit to our members
the magnificent work they voluntarily do for our charity. As explained in previous articles, the charity shops
represent one of the main sources of income for our organisation. And this is only possible thanks to the work
of the volunteers. In this and coming magasines we will be introducing you to such wonderful helpers.

GLORIA

Gloria Green es voluntaria en la tienda
de La Marina en Torrevieja. Tiene 69
afios y es originaria de Londres. Deci-
did unirse a nosotros porque disponfa
de mucho tiempo libre y querfa hacer
algo (til. Estd en la tienda todos los
martes atendiendo a los clientes y los
jueves organizando Yy lavando ropa.
Dice que le encanta compartir su
tiempo con el resto de voluntarias con
las que ha hecho gran amistad."Ser una
voluntaria es una gran satisfaccion para
mi" afirma Gloria.

Gloria Green is a volunteer at the La
Marina shop in Torrevieja. She is 69
years old and comes from London.
She joined us because she had lot of
spare time and decided to put some
time into helping others. “Being a vo-
lunteer gives a lot of satisfaction” she
claims.

Gloria volunteers in the shop on Tues-
days serving customers, and on Thurs-

days sorts out clothes. She also covers
the shop when the manager is absent.
She likes working with the other vo-
lunteers with whom she has become
very good friends.

DI

Diana Ennes es de Sussex, Inglaterra.
Ella y su marido Ferry viven en Espafia
desde hace 4 afios. Tienen 4 hijos y en
Diciembre van a ser abuelos por pri-
mera vez.

Di decidié hacerse voluntaria por que
ya lo habfa hecho para una asociacion
contra el Alzheimer cuando vivia en In-
glaterra.

Di es voluntaria en la tienda de La Ma-
rina desde noviembre de 2007. Se de-
dica a atender a los clientes los martes
por la mafiana y a preparar el escapa-
rate. Ademds prepara riquisimas tartas
cuando se celebran eventos de recau-
dacién de fondos.

Di Ennes is from Sussex. Her and her
husband Terry have lived in Spain for
|0 years.They have 4 children and their
first grandchild due December.

Since November 2007 Di serves cus-
tomers on Tuesday mornings. She also
Bakes cakes when needed for fund rai-
sing events and does the window dis-

play.

She had experience as a fundraiser in
UK for Alzheimers and she enjoys
doing the same task in Spain.

DIANA

Diana Richers es de Farringdon, Inglaterra.
Estd jubilada y es abuela de 6 nietos. Diana
colabora en la tienda de Pueblo Bravo
desde que se inaugurd hace 3 afios. Se
ocupa de la caja, del control de existen-
cias y de atender a los clientes. Le encanta
conocer gente nueva y disfruta trabajando
en la tienda.

59



60

deﬁu

Diana Richens is from Faringdon, En-
gland. She is retired and married for 45
years. Diana is grandmother to 6 chil-
dren.

She colaborates at the Pueblo Bravo shop
since it opened 3 years ago.

Her main tasks are operating the till,
doing stock control and helping custo-
mers.

She joined Debra because she was
|oo|<mg for an interest outside of
home. “l enjoy being with the other
girls and also to get the chance to pur-
chase a bargain, and meet lots of dif-
ferent people” she explains.

ANDRIENA

Andriena Marie Wharton es de Lon-
dres. Estd casada y tiene 4 nietas.
Cuando comenzd a colaborar en la
tienda de Pueblo Bravo en Abril del
2006, ya contaba con experiencia lle-
vando una tienda benéfica.

Para ella lo mds interesante de su
experiencia como voluntaria es la de co-
nocer a personas de diferentes naciona-
lidades que acuden a las tiendas.

Andriena Marie Wharton comes from
Greenwich London. She is Married with
3 children and 4 grand children, all girls!

She joined the shop at Pueblo Bravo in
April 2006. She has experience into
running a charity shop. She enjoys me-
eting all the different nationalities that
visit the shop.

YVONNE

Yvone tiene 56 afios y hace ya 23 que
vive en Espafia.Vino de vacaiones en
1996 y conocid a quién hoy es su ma-
rido, un hombre Danes que regentaba
un pequeno hotel en la parte antigua
de Marbella.

Actualmente trabaja como profesora
de inglés, ademds de colaborar como
volutnaria en la tienda de Sax. Le gusta
mucho echar una mano atendiendo a
los clientes.

Yvonne is 56 years old and has lived in
Spain for |3 years. She came over on
holiday in 1996 and met her dutch hus-
band Tjeert in Benidorm in a small hos-
tel in the old part of town that he
owned. Yvonne has recently had a new

B Tiendas y voluntarios

addition to her family - making her a
Great Granny!l She works as an English
teacher and says she is a good example
of why you are never too old to learn
a language!l Her language skills come
in hand working in the shop. Yvonne
really enjoys helping in the shop and
chatting to the customers.

NANCY

Nancy llegd de Middlesborough, Ingla-
terra en el 2005.Vive con su marido
Brian y un canario que canta canciones
de Elvis!

Hace un afio que Nancy colabora en
nuestra tienda de Sax. Su especialidad es
hacer centros y ramos de flores que se
venden estupendamente. Ademas disfruta
charlando y atendiendo a los clientes.

Nancy has lived in Sax for the past 4
years with her husband, Brian, and a ca-
nary who can sing Elvis songs! She
moved here from Middlesborough in
2005. Nancy started working at the
shop a year ago and loves it. She en-
joys chatting to and meeting people
and she has made new friends through
the other volunteers. Nancy makes fab
flower arrangements for the shop
which sell like hotcakes!

Debra en el “Festival

de la Mente, Cuerpo y
Alma” de Marbella 2009

Durante el festival del 24 y 25 de octubre, la voluntaria encargada de la tienda bené-
fica de Marbella (Janie), su hija Stefanie, y la voluntaria Ishbel estuvieron presentes en
una mesa dando informacién sobre la asociacién y vendiendo articulos de la tienda.

A pesar de haber menos asistencia de publico que el afio pasado, segiin nos comen-
taba Janie, se recaudaron 206€.Y las chicas recibieron ademdas muchas ofertas de co-
laboracién y ayuda por parte de particulares y otros negocios alli presentes. Les
estamos muy agradecidos a las tres por brindarnos parte de su tiempo libre para acu-
dir a este tipo de eventos para dar a conocer la asociacién y la EB.

RAISING AWARENESS AT THE “2009 MIND,
BODY AND SOUL FESTIVAL” IN MARBELLA

The weekend of the 24th & 25th of October; Ishbel (shop volunteer), Janie (shop ma-
nager and volunteer) and Stefanie (Janie’s daughther) attended the annual Mind, Body
& Spirit Festival for the second year running. Jacinta Hannon very kindly gave our cha-
rity a table free of charge again this year

It was a lot quieter than last year but 206€ were raised for the charity from different
articles that were on sale. The girls also handed out information about the charity shop
and the association. People were all very interested and additionally, they received a lot
of offers of help from individuals and businesses.

Thank you girls for being there raising awareness about EB during your free time!

B Novedades y noticias

Rpcorglamos
direcciones
de correo
del equipo
Debra

Aprovechamos esta ocasion para recorda-
ros que desde el mes de marzo todo el
equipo Debra cuenta con nuevas direc-
ciones de correo, todas ellas acabadas en
“debra.es”, igual que nuestra web.

General:
info@debra.es

Direccion:
evanina@debra.es

Enfermeras:
enfermera@debra.es

Psicélogo:
psicologo@debra.es

Trabajadora social:
social@debra.es

Comunicacidon y eventos:
comunicacion@debra.es

Reminder of
new e-mail
addresses

We wish to remind you all the new
e-mail addresses of the Debra team.

General:

info@debra.es

Manager:
evanina@debra.es

Nurses:
enfermera@debra.es

Psychologist:
psicologo@debra.es

Social worker:
social@debra.es

PR & events:
comunicacion@debra.es
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Homenaje a Phyllis Hilton,

fundadora de la primera
DEBRA del mundo

Brindamos sentido homenaje a Phyllis Hilton, fundadora de
la primera asociacién Debra del mundo, quien fallecié el

pasado mes de Octubre.

Phyllis Hilton es sin duda una de esas
personas que inspira y deja huella en los
demds. Su aportacion en la vida no sélo
ha sido la creacién de la primera asocia-
cién para pacientes de Epidermolisis Bu-
llosa, sino que ha servido de ejemplo y
ha motivado la creacién de otras aso-
ciaciones por toda Europa, Norte y Sur
de América y Australasia.

Phyllis era la madre una nifia llamada
Debra que nacié con EB. Los médicos le
dijeron que no habia nada que hacer y
que se limitara a cuidar de su hija mien-
tras esperaba su muerte. Sin embargo
Phyllis no era de las que se conforma-
ban en la vida.Y durante los primeros
afios de Debra, ella luchd, sin ningin
tipo de ayuda, por darle a su hija la
mejor calidad de vida posible. Hasta que
un dia una joven mama llamé a su
puerta en la misma situacién en la que
ella se habfa encontrado quince afios
atrds. Fue entonces cuando se did
cuenta que nada cambiarfa a menos que
ella y otros padres en su misma situacion
hicieran algo al respecto.

Con este espiritu decidid ponerse
manos a la obra para dar a conocer la
enfermedad y conseguir financiacion
para buscar una cura.

No fue fdcil. Después de cientos de car-
tas a medios de comunicacion, persona-
lidades, hospitales y todo tipo de
organizaciones, logré congregar en una
reunidn a 98 personas afectadas de
todo el Reino Unido. Esto fue en 1978,
y a raiz de este encuentro nacid la aso-
ciacién que ahora conocemos como

DEBRA Reino Unido, con Phyllis a la ca-
beza. La Asociacién, que fue la primera
asociacion de pacientes de EB del
mundo ahora lidera un grupo interna-
cional con miembros en 35 paises y pro-
gramas de investigacién internacionales.

Cuando ella empezd esta andadura, su
hija contaba sélo con tiras de algoddn
para proteger su piel. Los médicos pen-
saban que se trataba de una condicidn
contagiosa y no existfan medios para ali-
viar el continuo dolor de los afectados.

Una generacién mds tarde, todos los pa-
cientes en el Reino Unido tienen acceso
a los mds avanzados vendajes y apdsitos,
cuentan con diagndstico del tipo especi-
fico de EB que padecen y hasta en las
afecciones mds severas, es posible admi-
nistrar algdn tipo de tratamiento de ali-
vio del dolor Se realizan ademds
variedad de ensayos clinicos a nivel in-
ternacional, y muchos de ellos ocurren
en el Hospital ST Thomas de Londres,
que se encuentra a la cabeza del Reino
Unido en este sentido.

Phyllis nunca perdid su vinculo y empuje
para con Debra, incluso cuando ya ocu-
paba un puesto honorffico en lo que se
convirtié en una gran organizacion,
dando siempre todo su apoyo a sus su-
cesores.

En definitiva, Phyllis did esperanza a mu-
chas personas con EB y a sus familiares,
ayunddndoles a tomar control de su vida
y de su fututo. El mundo es sin duda un
lugar mejor gracias a ella.Y por ello siem-
pre serd recordada con gran admiracion.

B Homenaje

TRIBUTETO
PHYLLIS HILTON,
FOUNDER OF THE
FIRST DEBRA IN
THEWORLD

We pay tribute to Phyllis
Hilton, the founder of the
first DEBRA organisation in
the world, who has recently
passed away.

All of us here today have our own me-
mories of Phyllis and what she meant to
us in our personal lives. Phyllis was an
inspiration to many people for founding
the support group, DebRA (Dystrophic
Epidermolysis Bullosa Research Associa-
tion), leading others to starting their
own groups all over Europe, North and
South America and Australasia, with
groups forming all of the time else-
where.

One of Phyllis" daughters, also called
Debra, was born with epidermolysis bu-
llosa (EB). Phyllis was told that there was
nothing that could be done, that she
should take Debra home and look after
her as best she could until she died. This
was not Phyllis'style and, with little outside
help, she set about improvising ways in
which she could give her daughter the
best life possible. The turning point was
when, fifteen years later; there was a knock
on her door and she found herself con-
fronted by a young woman who had just
given birth to a baby with EB and had
come to ask her advice. As Phyllis recalled,
she was shocked that this young mother
had been told exactly the same thing as
she had been — nothing had changed and
nothing would unless she and other pa-
rents took action.

This was a moment of truth and a turning
point in her life. She decided that she would
start to fight to raise awareness and money
to try and cure an inherited condition that
affects half a million people world-wide.

After writing hundreds of letters to magazines,
radio stations, celebrities and hospitals she or-
ganised the first meeting of people affected
by EB and 98 people turned up from all over
the UK. It was from this meeting that the pa-
tient support group, DebRA, was founded in
1978, with Phyllis at the helm. The charity,
which was the first EB patient support group
anywhere in the world, is now international
in scope with sister organisations in 35 coun-
tries, a worldwide research programme and
strong clinical and nursing services.

When she started the charity her daughter
had cotton rags to protect her skin, unin-
formed professionals often thought that the
condition was contagious and there was lit-
tle that could be done to alleviate the con-
tinual pain the condition imposes. A
generation later all UK patients have access
to state of the art dressings, diagnosis of the
specific genetic type of EB is routine and
even the most severely affected people are
able to have an element of relief from the
suffering. Medical research trials are hap-
pening across the world with St Thomas
Hospital leading the way in the UK.

Although in later years her role became lar-
gely honorary, Phyllis never lost her sense of
pride at what she and other families living
with EB had achieved and she was always
there to encourage and support her suc-
Cessors.

Phyllis gave people with EB hope and she en-
abled them to take their future into their own
hands. The world is, indeed, a better place as
a resuft of her efforts and inspiration and pe-
ople with EB worldwide thank her for that.
She will not be forgotten.

B Novedades y noticias

¢ Debra cuenta
coh hueva

. trabajadora
social en
su equipo

Estrella Guerrero es la nueva trabajadora social que ha
comenzado en Noviembre a trabajar en DEBRA Espafa.

=

Estrella tiene 28 afios y cuenta con una amplia experiencia como trabajadora social,
especialmente gracias a los dos Ultimos afios que ha trabajado en la Delegacién an-
daluza de la Federacion Espafiola de Enfermedades Raras. Estrella serd la encargada,
entre otras cosas, del asesoramiento y orientacidn a socios en lo relativo a ayudas y
prestaciones a todos los niveles territoriales. Asi que ya podéis poneros en contacto
con ella para cualquier consulta en social@debra.es Estamos encantados con nuestra
nueva companera. iBienvenida al equipo Estrellal

We welcome a new social
worker to the Debra team

Estrella Guerrero is the new social worker that joined
the Debra team in November.

Estrella is 28 years old and has a broad experience as a social worker, especially after
having worked in the National Federation for Rare Diseases (FEDER). One of her
main tasks will be giving advice and helping members with all subjects related to go-
vernment grants and subsidies.You can contact her on social@debra.es We are de-
lighted with our new colleague, welcome to the team Estrellal
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